Background {#Sec1}
==========

Health and social care systems in Canada and other countries are struggling to meet the demand for care from older adults as a result of population aging \[[@CR1]\]. In this context, home care and community supports are increasingly viewed as having an integral role in health care systems, and in facilitating 'aging in place,' across the globe. Older adults generally prefer to receive care in their own homes \[[@CR2], [@CR3]\]. Governments also increasingly look to home care as a sustainable approach with the potential to reduce public-payer costs by easing the pressure on waitlists for residential long term care, supporting earlier hospital discharge \[[@CR3], [@CR4]\] and promoting reablement. Evidence suggests that home care services can delay but not necessarily prevent institutionalization \[[@CR5]\]. A recent report by the Canadian Institutes of Health Information found subpopulations of older adults in residential care who may not have required placement if appropriate community-based supports had been available \[[@CR6]\]. This finding signals the need for ongoing attention to identifying unmet needs for supportive home care or service, and a nuanced understanding of service pathways and factors that influence service delivery in meeting client needs along the care path.

There is some concern, however, that increasing attention in home care to supporting short-term medical and complex care needs (e.g., post-acute, multi-morbidity) will lead to the erosion of preventive, non-medical and supportive functions of home care \[[@CR7], [@CR8]\]. This "quick fix" approach in home care moves away from attention to the prevention or maintenance of health and wellness to mitigate health and functional breakdown, and eventually institutionalization \[[@CR9]\]. This can disadvantage older adult clients with chronic and long term care needs for supportive home care \[[@CR10], [@CR11]\], including personal care (e.g., bathing, shampooing, and dressing), housekeeping, meal preparation, transportation, and caregiver respite-- otherwise known as non-clinical supportive home care, and the health system overall. Support with housework services, personal care and assistance, and meal preparation reduce the risk for institutional care \[[@CR12]--[@CR14]\]. Overall, evidence indicates that non-clinical supports can sustain functioning and independent living.

Although access to non-clinical supportive home care helps older adults to stay in their homes longer, certain factors may impact client trajectories or pathways within, and potentially out of, the home care system, with implications for clients, their family and friend caregivers, home support workers \[[@CR15]--[@CR17]\], and the system \[[@CR8], [@CR18]\]. For instance, clients' use of home care services might maintain, decline or cease over time due to system-level approaches to care, that can restrict the availability of home care supports and services and client eligibility \[[@CR19]\], creating barriers to access and utilization. Clients and families might also react to inconsistencies in care, high staff turnover \[[@CR20]\] and perceptions of insufficient resources, inadequate and depersonalized care \[[@CR21], [@CR22]\] by reducing, ceasing or refusing their service use. Safety issues can also arise related to security, cleanliness and maintenance of homes, family and friend caregiver knowledge and skills \[[@CR23]\], home support worker competencies, reassessments, and responsiveness in adapting care to changes in client and carer needs \[[@CR18], [@CR24]--[@CR26]\]. When clients do not access appropriate home support services at critical points, and when family and friend caregivers are not adequately supported, service trajectories \[[@CR27], [@CR28]\] and outcomes are negatively impacted \[[@CR28]--[@CR30]\] and some can experience a potentially avoidable entry into long term residential care \[[@CR31]\].

A few studies offer insights into family and friend caregiver experiences \[[@CR32]--[@CR35]\], including their interactions with the health and/or long term care system \[[@CR36], [@CR37]\], helping us to start to comprehend older adult care pathways over time. While medical care is most commonly delivered by professionals, family and friend caregivers provide many other necessary supports including transportation, help with domestic tasks and home maintenance duties, and emotional support \[[@CR2], [@CR38]\]. Recent research confirms that caregiver inability to continue is one predictor of increased likelihood of entering residential care \[[@CR18]\], yet the recognition of the importance of supporting their role varies within the home care system \[[@CR39], [@CR40]\].

In Canada, where home care is not an insured service under the Canada Health Act, provinces, territories and geographic jurisdictions set their own parameters on the level and type of publicly funded home and community care that is provided. Due to differences in definitions, services and data collection and reporting measures, there is limited comparative information about home and community care across jurisdictions \[[@CR3], [@CR41]\]. Yet the availability of home and community based supports and services varies in different locations depending on jurisdictionally specific contextual factors, such as varying eligibility to receive care, public coverage of services, residency requirements, and access to services \[[@CR42]\]. To date, no known studies have explored and compared how jurisdictional differences in approaches to care influence client and family and friend caregiver pathways through the home care system. By combining quantitative and qualitative research components, this study will generate evidence to address this gap and inform future home care policy and practice.

Study goal and research questions {#Sec2}
---------------------------------

The overall goal of this study is to enhance understanding of home care client pathways of older adults with chronic and long term conditions through home care. Specifically, we will examine how approaches to care in two jurisdictions in Canada shape pathways through the home care system, from client and family and friend caregiver, provider and system level perspectives. Our overarching research question is: How do approaches to care shape older adult home care client pathways through the home care system in two health authorities in Canada? Three inter-related research streams (Client/Service Data Stream, Constellation Data Stream, Policy Stream) will address this research question (see fig. [1](#Fig1){ref-type="fig"}). FIG. 1Research question and interrelated research streams

### Approaches to care {#Sec3}

Approaches to care, as defined in this study, encompass the philosophies and structures of care, as reflected and manifested in home care policies, programs and practices, within and across jurisdictions. Approaches to care inform client and care worker interactions, perceptions of family and friend caregivers, assessment and reassessment, care planning, care coordination, and care provision. Approaches to care at multiple levels (provincial, regional, office or agency) shape the kinds of supports and services that are either delivered publicly or purchased privately. These approaches influence who receives what level of services and for how long, the human resources and organizations needed to deliver and maintain standards of care, the expected contribution of family and friend caregivers, and the public and/or private costs associated with this care.

### Scope {#Sec4}

We will examine approaches to care by examining the home care pathways of older adult clients with chronic and long term conditions at two study sites in Canada. These sites are the Winnipeg Regional Health Authority (WRHA, one of five health authorities in the province of Manitoba) and the Nova Scotia Health Authority (NSHA, Nova Scotia's single health authority). Nova Scotia (NS) and Manitoba (MB) have distinct geographic and cultural compositions, yet both are experiencing population aging and increased demand for home care services \[[@CR43]--[@CR46]\]. However, the home care systems have notably different staffing and delivery models. NS has a single health authority model in which agencies are funded by the Department of Health and Wellness (DHW) and contracted by the NSHA to deliver home care services to NSHA clients, which is distinct from the public provider model in MB in which health authority employees directly manage and, in most cases, deliver home care, through five health authorities. However, home care in both sites is embedded in a similar governance structure, whereby policy is set at the provincial health ministry level. Therefore, the case comparison of the sites will involve understanding relevant provincial policy and strategic direction.

Methods {#Sec5}
=======

The Home Care Pathways study is a longitudinal, two province, mixed-methods study involving a retrospective analysis of administrative data, alongside a prospective qualitative comparative case study of interview data and policy documents to identify when, where and how approaches to care influence home care client pathways (see figs. [1](#Fig1){ref-type="fig"} and [2](#Fig2){ref-type="fig"}). We adopt a partnered Integrated Knowledge Translation (iKT) approach which is operationalized in the study's structure ensuring partners are contributing to both knowledge discovery and application \[[@CR47]\]. The study includes partners representing academic, decision-maker (provincial health ministry and health authority) perspectives and representatives from provider agencies on each stream-level working group. As well, the study's management group, which includes academic and knowledge user members, share in the decisions regarding overall direction of the study. FIG. 2Guiding framework: Socio-ecological Model

Guiding framework: a socio-ecological framework {#Sec6}
-----------------------------------------------

The Socio-ecological Model is a systems framework, that informs this research design to help guide the examination of interlocking spheres of influence (e.g., chrono, macro, meso, micro systems) to illustrate how client pathways shape and are shaped by individual circumstances, social interactions and organizational and system-level approaches to care (see Figure [2](#Fig2){ref-type="fig"}) \[[@CR48], [@CR49]\].

Using a socio-ecological framework to inform all three research streams draws attention to the dynamic and reciprocal interplay of individual, family, community and organizational factors and the intersection of time throughout the analysis process. For example, our interpretation of individual circumstances as understood through the Client/Service Data Stream and Constellation Data Stream will be enhanced by recognizing that these circumstances are influenced by meso factors (e.g., a home care agency's waitlist for services) which may influence resource allocation decisions (e.g., budget priorities at a funder level).

Research activities will occur over a three-year period, and are detailed below for each Stream.

Research question \# 1. What are the common pathways of older adult home care clients through the home care system? (client/service data stream) {#Sec7}
------------------------------------------------------------------------------------------------------------------------------------------------

The goal of the Client/Service Data Stream is to identify and examine person and health service-level factors related to an older client's pathway -- their clinical status and trajectory of care after admission to publicly funded home care. Our objectives are to: a) describe and understand the client population at admission to home care and over time; b) review quality of care, patterns of health service utilization after admission, and outcomes of home care clients; and c) compare and contrast clients' clinical status and trajectory of home care between two provinces.

### Methods {#Sec8}

The Client/Service Data Stream involves a population-based retrospective cohort study that will use several MB and NS health data sources linked to a cohort of older adult home care clients. Clients admitted to home care will be followed for up to four years after their admission date to review change in clinical status and health system use over time. Client characteristics including health status, will be identified through the clinical assessment used by both the WRHA and NSHA, the interRAI assessment for Home Care (HC) (Resident Assessment Instrument RAI-HC). RAI-HC data from admission and follow up assessments will capture any change in client clinical status (improvement or decline) or maintenance in status over time. The RAI-HC initial assessment dates for the home care client cohort will be used to examine health service utilization in the following four years. Services examined will include amount and types of home care, emergency department visits, hospital stays, physician visits, and long term care admission.

### Study cohort {#Sec9}

The cohort will consist of all clients age 60 years and older at the time of admission to home care, who received non-clinical home care supports after admission. Older clients admitted to home care between January 1, 2011 to December 31, 2013, and who have at least one other assessment by the end of 2017, will form the study cohort. The cohort is estimated to be approximately 5500 individual home care clients in each study site, enabling techniques to be employed to detect relationships or difference.

### Analysis {#Sec10}

Data analysis for this study includes two phases. The first phase entails descriptive analysis to characterize the study cohort and changes in clinical status they experience over time based on the RAI-HC data. Home care assessment patterns and service allocation will be described along with other health service utilization. Retrospective analysis of clinical and health service utilization data will provide empirical data on actual interactions within the formal system and client patterns of utilization. The clients' status at the end of the four-year follow-up will be reported -- whether they remain in community, are admitted to long term care, or have some other disposition. The second phase of analysis will involve longitudinal analysis and multivariate modelling to estimate home care client trajectories. A number of variables will be examined for their potential effect on trajectories, such as changes in client health status, family caregiver involvement, and home care service levels, as well as home care assessment frequency and occurrence of other health service use.

The data linkage and analyses undertaken in this study will allow us to examine the various pathways of clients within the home care system and what factors are related to these pathways. Comparison of results between MB (WRHA) and NS (NSHA) will establish similarities and differences in client pathways between the two jurisdictions.

### Challenges and mitigation strategies {#Sec11}

Home care client data are protected by privacy legislation and accessible only by request to data custodians and ethics boards in each province. Timely data access and data linkage challenges will be mitigated by direct participation of health authorities and provincial health ministries. Contracting analysis of data at each site (WRHA and NSHA) to a single individual will promote replicability and consistency across the sites.

Research question \#2. How are service pathways shaped by (and in turn shape) the experiences of home care recipients, family and friend caregivers, home support workers and health care professionals? (constellation data stream) {#Sec12}
------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

The goal of the Constellation Data Stream is to explore individual experiences of clients, their family and friend caregivers (where available), and providers and coordinators of home care supports and services to understand how complex factors shape client service pathways in each study site, including identifying similarities and differences across urban and rural areas.

### Methods {#Sec13}

A prospective qualitative comparative case study design will be used, drawing on data from individual interviews conducted with members of 12 pre-defined care constellations (six in each study site). Interview questions will be initially retrospective to understand impetus for accessing home care service, and will include probes for specific experiences and examples of changes in care (as well as reasons for these changes). Care/Case coordinators and home support workers will be asked to comment on the client's care plan but also more generally about policies shaping their work, as well as clients' service use over time and decision making around service allocation and case management. Constellations will be followed over 18 months at three points in time every six months to observe potential changes in chronic care conditions of study participants and services provided. Findings will enhance understanding of contextual factors affecting client pathways (e.g., changes in cognition, resources), and the pathways preferred by clients.

### Sample {#Sec14}

Care constellations will be identified and theoretically sampled based on pathway typologies used in the Client/Service Data Stream: *improve, maintain, decline*. Each care constellation will include no less than three people, including a home care client aged 60 years or older residing in the community (with a Cognitive Performance Scale \[CPS\] score of 0--1), their care/case coordinator, and their home support worker. When available, that client's family or friend caregiver will be included. Other professionals might be included depending on the care structure in respective jurisdictions; for instance, in NSHA, where care is delivered through contracted agencies, an agency supervisor will be included in the constellation.

It is estimated that between 42 and 54 individuals affiliated with 12 care constellations will be interviewed. This design maximizes the depth of data obtained for any particular care constellation and provides confidence that data saturation can be achieved. Specifically, the sample size will allow sufficient breadth and depth of data to identify patterns and build theory \[[@CR50], [@CR51]\].

### Analysis {#Sec15}

Transcribed interview data will be analyzed through complementary cross-sectional (thematic) \[[@CR52]\] and temporal analyses -- the latter to ascertain changes in experience of pathways over time \[[@CR53]\]. Moreover, these cross-sectional and temporal analyses will attend to both within-constellation and between-constellation variation. This case study comparison approach \[[@CR54]\] will be informed by the socio-ecological framework and findings from the policy review (Policy Stream described below).

### Challenges and mitigation strategies {#Sec16}

Team members from the two study sites will inform and support recruitment. Client recruitment will draw on expertise and experience of case/care coordinators to identify clients who fit the study criteria. In Nova Scotia, agreement will be obtained from four agencies to support their staff to participate. Strategies to address potential client attrition include recruiting clients at Time 1 with CPS scores of 0--1, and conducting exit interviews with other members of a constellation if a client dies. Team members have experience in the ethical engagement of research participants who may have cognitive impairment (e.g., recruitment, informed consent).

Research question \#3. How do policy contexts inform approaches to care and shape client pathways? (policy stream) {#Sec17}
------------------------------------------------------------------------------------------------------------------

The goal of the Policy Stream is to contribute to understanding how the structure of home care in the two study sites can shape client pathways, through an analysis of the policy context of home care programs in NS and MB.

### Methods {#Sec18}

A policy document analysis \[[@CR55], [@CR56]\] and comparative case study design (where the province/jurisdiction is the case) will be used to review key policy documents that guide or structure how care is delivered. Key informant interviews will be conducted in each province to contextualize this analysis, which will also be informed by emerging findings or policy-related questions arising from the Client/Service Data Stream and Constellation Data Stream. Interview questions will focus on the intent/goal of the home care program, its values, and challenges and opportunities. Knowledge user team members will assist in the identification of relevant documents and key informants.

### Sample {#Sec19}

Documentation will include policies, guidelines, manuals, and other materials (including strategic documentation and website content) used by the provincial health ministries and health authorities (NSHA and WRHA) to guide home care. Key informant interviews will be conducted with approximately 10 senior decision-makers in each province, at health department, health authority, and agency (in NS) level to provide further insight into the development, operationalization and interpretation of the policies. This number of key informant participants is considered sufficient, given that the study has only two jurisdictions and the role of key informant interviews is to provide a secondary source of information to validate and/or enhance understanding and interpretation of information collected from the policy document analysis.

### Analysis {#Sec20}

A content analysis will be undertaken to describe the home care policy context in each jurisdiction (e.g., legislation, oversight, program delivery, caregiver support, scope of practice). Results from this analysis will provide the framework for better understanding the approach to care in each jurisdiction. These insights will enhance interpretation of other Streams' findings into individual and family and friend caregiver experiences of home care, and service access and delivery considerations. Analysis of key informant interviews will contextualize findings from the streams and will help to identify policy actions and inactions that shape client pathways within and across the study sites, and the structural and contextual constraints and enablers in each jurisdiction.

### Challenges and mitigation strategies {#Sec21}

Home care services and approaches to care are multidimensional and complex \[[@CR28], [@CR44]\] emerging from the intersection of varying policies. Not all policies may be well known, or formalized, and those that are formalized may in fact have very little influence on operational aspects of home care service delivery. They may also be implemented in different and unintended ways. The iKT model and engaged knowledge users from health ministries and health authorities will guide our interpretation of the policy context and the implementation process, as will the information collected from key informants, and participants interviewed in the Constellation Data Stream.

Ethics {#Sec22}
------

Ethics approval for the Client/Service Data Stream and Constellation Data Stream was obtained using a two-site model, with oversight at Mount Saint Vincent University. For the Client/Service Data Stream, the WRHA study site ethics was approved by the University of Manitoba Health Research Ethics Board (HS22118) and the NSHA study site ethics by the Nova Scotia Health Authority Research Ethics Board. For the Constellation Data Stream, the MB study site ethics was approved by the University of Manitoba Psychology/Sociology Research Ethics Board (HS22462) and by the WRHA Research Access and Approval Committee (2019--003) and the NSHA study site ethics by the Nova Scotia Health Authority Research Ethics Board. For the Policy Stream, ethics approval for key informant interviews was obtained by the Mount Saint Vincent University Research Ethics Board. All site/stream level clearances received by ethics boards external to Mount Saint Vincent University obtained expedited review and clearance by the Mount Saint Vincent University Research Ethics Board, as the home institution for the Nominated Principal Applicant (NPA) and institution responsible for administering grant funds. Informed consent will be obtained from all interview participants (Constellation Data Stream and Policy Stream). For the Constellation Data Stream, consent will be ongoing and reviewed at each of the time points for the interview participants. While mild to moderate cognitive impairment of home care clients is not an eliminating factor, screening will occur as follows to ensure that cognitive impairment is minimal: care/case coordinators will be asked to select potential client participants with a CPS of 0--1; additional screening (in the form of questions confirming their comprehension of study information) will occur with clients at the time of informed consent \[[@CR57]\].

Discussion {#Sec23}
==========

Implementing a multi-dimensional study of this kind is complex. In a two-site model, in two jurisdictional contexts, timelines may diverge. With three streams, continued emphasis on the linkages between each stream's research and the overall research question is important. However, the iKT model, together with a governance structure that includes high-level representation from each site, are strengths. This study's findings stand to uniquely contribute to the evidence base on older adult home care client pathways over time. In addition to adding to what is known about home care in less studied jurisdictions of Canada (a gap identified by Johnson and colleagues) \[[@CR58]\], the study will make the following contributions to scientific literature.

First, our study will take a longitudinal approach to comprehend care pathways through both a retrospective analysis of client pathways, and a prospective case study of care constellation member experiences over 18 months (while incorporating some retrospective data, for clients and families, on experiences over the last few years before Time 1). An understanding of home care policies in place during the time span covered by the service utilization data (2011--2017), as well as current policies will help to contextualize the research findings from the first two streams.

Second, our study outcomes will reflect unique cross-jurisdictional knowledge of approaches to care for older clients. For instance, many provincial publicly funded home and community-based programs and services claim to be organized by client-centered approaches to care \[[@CR59]\]. However, it is not always clear how approaches to care are defined, translated into practice and policy, and how outcomes are evaluated. This makes it difficult to evaluate the influence of home supports and services on client pathways, and to assess the ability of the home care system to adapt and respond to changes in client care needs. Study results will identify potential differences between approaches to care as defined by the home care programs and how these are experienced by clients and their families. Comparing results from the two study sites will be a unique contribution that provides a nuanced understanding of the complexity of client pathways and provides an opportunity to analyze any commonalities or differences in experiences within the context of each jurisdiction's distinct home care delivery model.

Third, the direct involvement of knowledge users from study conception to team composition and research design will facilitate timely access to client data (Client/Service Data Stream) and study research participants (Constellation Data Stream) and will guide our interpretation of the policy context (Policy Stream). Our knowledge users will aid in ensuring that findings are used to address knowledge gaps within the continuing care sector, and challenges can be better foreseen and addressed. Inclusion of knowledge users helps ensure that knowledge products will be relevant for provincial health ministries and regional health authorities, caregiver organizations and home care agencies.

Home care and non-clinical support services provided to older adults and family and friend caregivers in the community can vary highly across jurisdictions in Canada. By combining a novel longitudinal, mixed-methods design informed by the socio-ecological model and an integrated knowledge translation approach, this study will generate evidence to inform decision making and practice in home care specifically for two Canadian health authorities, and be of interest to other jurisdictions as well. This study uniquely incorporates clinical data and experimentation data from clients, family and friend caregivers, and those coordinating and providing care, about factors that shape care pathways as embedded in the policy landscapes of two provincial home care programs. We will produce knowledge products that identify, specify and characterize the types of care pathways, and delineate the approaches to care that shape them. Through our partnership of researchers and knowledge users, outcomes will be used to project utilization, inform strategic planning and decision-making, and support changes in care practice.
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